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PREFACE 

The staff of the Institute for Comprehensive Planning 
would like to thank the Chairpersons of the DD State Planning 
Councils, their DD staff members, and staff of the Adminis
trative Agencies for making this report possible. It is only 
through their kind and responsible action that we were able to 
collect the information contained in the report. 

The information in the report is based on the information 
received from each of the fifty-four State DD Planning Councils 
and Administrative Agencies. It should be underlined that each 
of the States contributed the information, demonstrating the 
ability and willingness of the DD community to respond to the 
call for information and the ability to provide the requested 
information. 

We are entering a new time for the Developmental Disabil
ities Program, and the State Planning Councils in particular. 
The ninety-sixth Congress is now history. The ninety-seventh 
Congress is convening with new faces and new ideas. The new 
Congress and the new Administration will need information con
cerning the activities of the State Planning Councils' mission, 
program and activities in the United States. 

Information is needed not only at the national level. 
State Councils need information at the State level to demon
strate their impact and activity independently and in concert 
with the entire national DD Program. 

This report contains our best efforts to demonstrate the 
magnitude of services, the development of the program, and the 
variety of activity which has been accomplished in the past . 
three years for the benefit of individuals who are disabled in 
the country. 

I would like to thank Ms. Susan Ames, Executive Director 
of the National Association of Developmental Disabilities 
Councils, and her staff for their assistance in providing 
information and comments incorporated in this report. 

This report is dedicated to the thousands of individuals 
who have willingly served without pay on State Planning Councils 
during the last decade. Without their dedication and untiring 
devotion, the services for individuals with developmental disa
bilities would not have expanded to their present level. There 



is still work to be done. Over 1,325 citizens meet on a regular 
basis throughout the country to continue to set policy and 
advocate for new laws, expanded services, and the development of 
new services for individuals who are developmentally disabled. 

We hope that this report in some small way captures the 
complexity and enormous energy expended by the network of 
Councils and Administrative Agencies on behalf of individuals 
who are developmentally disabled. 
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LEGISLATIVE MANDATE 

The genius of the Developmental Disabilities Program lies 
in the fact that a group of interested individuals in each State 
and Territory meet on a regular basis to discuss, plan for, and 
advocate for services for individuals who are developmentally 
disabled. The group of individuals is the State Planning Council 
on Developmental Disabilities. The Council is appointed by the 
Governor of the State. The Council composition is dictated in 
Section 137 of PL 95-602, Part V. The first part of Section V 
is as follows: 

Sec. 137(a)(1) Each State which receives assistance 
under this part shall establish a State Planning Coun
cil which will serve as an advocate for persons with 
developmental disabilities (as defined in Section 
102(7)). The members of the State Planning Council of 
a State shall be appointed by the Governor of the State 
from among the residents of that State. The Governor 
of each State shall make appropriate provisions for the 
rotation of membership on the Council of his respective 
State. Each State Planning Council shall at all times 
include in its membership representatives of the prin
cipal State agencies, higher education training facili
ties, local agencies, and nongovernmental agencies and 
groups concerned with services to persons with develop
mental disabilities in that State. 

(2) At least one-half of the membership of each 
such Council shall consist of persons who--

(A) are persons with developmental disabilities 
or parents or guardians of such persons, or 

(B) are immediate relatives or guardians of 
persons with mentally impairing developmental 
disabilities, 

who are not employees of a State agency which receives 
funds or provides services under this part, who are 
not managing employees (as defined in Section 1126(b) 
of the Social Security Act) of any other entity which 
receives funds or provides services under this part, 
and who are not persons with an ownership or control 
interest (within the meaning of Section 1124(a)(3) of 
the Social Security Act) with respect to such an 
entity. 

(3) Of the members of the Council described in 
paragraph (2)--

(A) at least one-third shall be persons with 
developmental disabilities, and 

(B)(i) at least one-third shall be individuals 
described in subparagraph (B) of paragraph (2), and 
(ii) at least one of such individuals shall be an 
immediate relative or guardian of an institution
alized person with a developmental disability. 



The mandate for the Council to have individuals who are 
eligible for services for the developmentally disabled or their 
representatives for one-half of its membership is an increase in 
this type of representation from that required in PL 94-103. In 
the earlier legislation, PL 94-103, the requirement was that one-
third of the Council be individuals who are eligible for services 
for individuals who are developmentally disabled and/or their 
representatives. 

The Council brings together three groups of individuals 
who are concerned with the lives and services of individuals who 
are developmentally disabled. PL 95-602 requires State officials 
at the policy level whose departments provide and/or manage ser
vices to individuals who are developmentally disabled to be 
members of the Council. The law mandates that fifty percent of 
the Council be individuals who are eligible to receive services 
or their representatives. The law also requires representation 
of providers of service and local government to be on the Council. 

Each Council has the following mandated responsibilities: 

(b) Each State Planning Council shall--
(1) develop jointly with the State agency or 

agencies designated, under Section 133(b)(1)(B) the 
State plan required by this part, including the 
specification of areas of services under Section 
133(b) (4) (A) (ii); 

(2) monitor, review, and evaluate, not less often 
than annually, the implementation of such State plan; 

(3) to the maximum extent feasible, review and 
comment on all State plans in the State which re
late to programs affecting persons with develop
mental disabilities; and 

(4) submit to the Secretary, through the Governor, 
such periodic reports on its activities as the 
Secretary may reasonably request, and keep such 
records and afford such access thereto as the 
Secretary finds necessary to verify such reports. 

The Administrative Agency of the Developmental Disabilities 
Program has the responsibility of aiding in the development of the 
State Plan. The Administrative Agency also must implement the 
program of planning and service presented in the State Plan. The 
Administrative Agency is also the fiscal and administrative State 
Agency for the Developmental Disabilities Formula Grant Program 
and the State Planning Council. 

The Developmental Disabilities Program is unique in human 
service programs in that it contains the requirement of maximum 
participation of users of services at the policy level in the 
State Planning Council. 



The Developmental Disabilities Program is unique in that it 
provides for an organized Council to constantly review the services 
and life conditions of the most vulnerable population existent in 
the nation. The developmentally disabled are the most severely 
handicapped individuals in the nation, have the need for service 
all or most of their lives, and cannot in some instances speak for 
themselves. The developmentally disabled are the victims of abuse, 
neglect, indifference, apathy, and exploitation. The Developmental 
Disabilities Program has made and continues to make a difference 
in the lives of the individuals who are developmentally disabled. 

The emphasis of the Developmental Disabilities Program for 
State Councils/Administrative Agencies was changed with the passage 
of PL 95-602 from the emphasis in prior years. The change was 
activated in two ways in these amendments. The change in defini
tion of developmental disabilities has already been discussed in 
Section I of this report and is the subject of this report. 

The second activator of change in the DD Program was the 
mandate that 65% of the Basic Formula Grant had to be expended in 
services and support of services in four priority areas in FY '79 
and thereafter. The four priority areas in which the 65% monies 
must be expended are: 

1. Child development services 
2. Case management services 
3. Alternative community living 

arrangement services 
4. Nonvocational social developmental 

services 

Each State is required to select at least one and no more 
than two of the four priority areas and expend at least 65% of its 
Basic Formula Grant monies in that or those areas of service. A 
State may select to emphasize a State option priority service area 
along with one of the four priority service areas heretofore listed. 

The Developmental Disabilities Program has, then, as its 
catalyst, a DD State Planning Council which sets the basic poli
cies for evaluation, provision of services and identification of 
gaps in services available to individuals who are developmentally 
disabled. The State Council selects the priority area of service 
and/or areas of service for emphasis each plan year. 

In cooperation with the Administrative Agency, the State 
Planning Council writes and submits to the Administration on Devel
opmental Disabilities a plan which describes the DD population, 
service network, needs and objectives for a three year period. The 
Administrative Agency implements the program described in the State 
Plan and the State Planning Council evaluates the process of imple
mentation and the results of the program in order to be able to 
continue the planning process which increases the quantity and 
quality of services to the individuals who are developmentally 
disabled. 



APPROPRIATIONS 

The Developmental Disabilities Program is not designed nor 
intended to be a consistent provider of service monies to the 
developmentally disabled. The program is designed to be an advo
cate, to seek out and fill gaps in the service system, to find 
alternative program funding resources, and to ensure the quality 
of programs provided for individuals who are developmentally 
disabled. 

The funds for the Basic Formula State Grants of the Devel
opmental Disabilities Program are authorized in Section 131 of 
PL 95-602, Title V. This is the first section which appears in 
Part C of the law. Part C is entitled "Grants for Planning and 
Provision of Services for Persons with Developmental Disabilities." 
Therefore, the funds provided to States in the Basic Formula are 
sometimes referred to as "Part C monies." 

The Developmental Disabilities Program makes use of the 
Hill Burton Formula for the distribution of funds to each of the 
States. The minimum allotment to any State is $250,000 regardless 
of size, population or need. The minimum allotment to each of the 
four Territories which participate in the program is $135,000. 

Table 1 shows the total amount appropriated for Basic 
Formula Grants for FY '78, FY '79, and FY '80. The table also 
contains a comparison of the percent of change in funding level 
from the control year FY '78 and the two experimental years, 
FY '79 and FY '80. 

In FY '78, there was $30,058,000 appropriated for Basic 
Formula Grants under PL 94-103. The minimum allotment to any one 
State in that year was $150,000. The allotment to each of the 
four Territories which participated in the program was $50,000. 



In FY '79, after the passage of PL 95-602, Title V, the 
appropriation was increased for Basic Formula Grants to $35,331,000. 
This appropriation increase of 18% over the FY '78 level was ex
ecuted internal to the Developmental Disabilities Program with no 
increase to the overall DD budget. The money for the $5.2 million 
increase in Basic Formula Grants was transferred from Section 145 
monies. 

The need to increase the Basic Formula Grants in FY '79 
resulted from the provision in PL 95-602, Title v, which raised 
the minimum level provided to any State from $150,000 to $250,000. 
Also, the amount to Territories was increased from $50,000 to 
$100,000. 

In FY '80, the amount appropriated for Basic Formula Grants 
was $43,180,000. This amount represented a 44% increase from the 
FY '78 level. The overall appropriation for the DD Program was 
only increased by just over 5% but internal shifting of program 
monies between program components resulted in this increase in the 
appropriation for Basic Formula Grants. 

States had begun the selection of priority areas during 
FY '79 and early FY '80. PL 95-602 provided for a transitional 
period for States to come into compliance with the required four 
priority areas of service. By FY '80, most States had selected 
their priority areas of service and by the beginning of FY '81, 
all States had selected their priority areas of service. During 
the current fiscal year, FY '81, 65% of the Basic Formula Grant 
monies will be expended on services and support of services in the 
four priority service areas or an approved State option. 

Table 2 shows the amount and percent of Federal Basic 
Formula Grant monies distributed to each of the States categorized 
in the ten Health and Human Services regions. As has been stated, 
the monies are distributed to the States on the basis of the Hill 
Burton Formula. 

In FY '78, the Federal allotment of Part C monies totalled 
$30,058,000. The States in Region I received 6.4%, or just over 
$1.9 million. The States in Region II received just under 12%, or 
$3.5 million. The second largest single State appropriation is 
made to New York, which received just under 7% of the total Basic 
Formula Grant monies. The States in Region III received 11.6% of 
the monies, or nearly the same amount as the States in Region II. 
The States in Region IV received 18.1% of the monies, or $5.4 
million. The States in Region V received 19.4% of the monies, or 
$5.8 million. Region VI States received just under 11 % of the 
monies at the $3.2 million level. The States in Region VII, of 
which there are four, received 5.4% of the Basic Formula appropri
ation, or $1.6 million. The six States in Region VIII received 
3.5% of the Basic Formula appropriation, just over $1 million. 
States in Region IX received 9.6% of the Basic Formula appropria
tion in FY '78. The State receiving the largest single grant is 





California. California received 7.5% of the total appropriation 
for the DD Basic Formula Grant Program in FY '78. States in 
Region X received 3.4% of the Basic Formula Grant appropriation. 

There was an increase of $5,273,000 in the appropriation 
for the Basic Formula Grant in FY '79. This increase was an 18% 
increase and provided mainly for the increase in minimum allotment 
State fundings. PL 95-602 requires that the minimum allotment 
States receive no less than $250,000 and the Territories receive 
no less than $100,000. Therefore, the percentages of Basic 
Formula money going into each of the States in the various HHS 
regions experienced a slight change in FY '79. 

Region I received the same percentage as in FY '78. The 
States in Region I received 6.3%, or $2.2 million. States in 
Region II received 12.2% of the Basic Formula Grant and New York 
received 7.3% of the total appropriation. States in Region III 
received 11.5% of the Basic Formula Grant in FY '79. The States 
in Region IV received 17.5% of the Basic Formula Grant, or $6.1 
million. States in Region V received 18.3%, or $6.4 million. 
States in Region VI received 10.4% of the Basic Formula Grant 
appropriation, or $3.6 million. States in Region VII received 
5.1% of the Basic Formula Grant appropriation. The States in 
Region VIII received 4.5% of the Basic Formula Grant, an increase 
of a full one percent of the Basic Formula Grant funding over the 
percentage received in FY '78. This increase is the direct result 
of the region having five minimum allotment States within its 
jurisdiction. Each minimum allotment State received an additional 
$100,000 in funding over the FY '78 level. States in Region IX 
received 10.5% of the Basic Formula Grant appropriation. Californi 
received 7.9% of the total Basic Grant appropriation. States in 
Region X received 3.7% of the Basic Formula Grant appropriation in 
FY '79. 

There was a 44% increase in funding in FY '80 over the 
level of funding in FY '78. This increase amounted to $18,395,000. 
The States in Region I received 5.9% of the Basic Formula Grant 
funding, or $2.5 million. States in Region II received 12.5% of 
the funding, or $5.4 million. States in Region III received 11.4% 
of the funding and the States in Region IV received 18.1% of the 
funding. The States in Region V received 18.9% of the funding and 
the States in Region VI received 10.5% of the funding in FY '80. 
States in Region VII received 5.2% of the funding and States in 
Region VIII received 4.0% of the funding in FY '80. States in 
Region IX received 10% of the funding and States in Region X 
received 3.5% of the funding. 

The increase in funding in FY '80 was equitably distributed 
throughout with the exception of minimum allotment States which 
remained at $250,000 in basic funding. The $250,000, which is the 
minimum allotment funding, was the identical sum that minimum 
allotment States received in FY '79. 



The fact that the Basic Formula monies are distributed 
according to population and size and an analysis of need in the 
Hill Burton Formula is reflected in the distribution of the monies 
through the three fiscal years covered by this report. There is 
not a dramatic change in the percentage received by the various 
States of the Basic Formula Grant with the exception of the shift 
caused by the increase to minimum allotment States in FY '79. 

PL 95-602, Section 133(3) (D) requires that "there will be 
reasonable State financial participation in the cost of carrying 
out the State plan." 

The requirement of State financial participation is referred 
to as State match. There is a requirement that the State match 
the Federal appropriations by at least 25% of the Part C monies 
provided to the State. In poverty areas and/or rural areas, the 
required match is 10% of the Basic Formula Grant. The State can 
either match the Federal appropriation with State monies or "in-
kind" services. 

Table 3 shows the amount and percent of State matching funds 
for Basic Formula Grants for each State for the three fiscal years 
included in this report. It is interesting to note that the States 
exceeded the 25% requirement of participation in each of the three 
years. 

In FY '78, the States matched the $30 million Federal Basic 
Formula Grant monies with $12,381,405. Six and five-tenths percent 
of this amount was provided by the States in Region I. Twenty 
percent was provided by the States in Region II and 12.2% was 
provided by the States in Region III. The States in Region IV 
provided 16.8% of the match of the Federal dollars and the States 
in Region V provided 17.1%. States in Region VI provided 8.3% of 
the Basic Formula Grant match monies for FY '78, and the States in 
Region VII provided 3.0% of the monies. The six States in Region 
VIII provided 5.6% of the match monies and the States in Region IX 
provided 7.9% of the match monies. The States in Region X pro
vided 2.6% of the match monies in FY '78. 

In FY '79, the percentage of match was somewhat less than 
in FY '78. However, it must be pointed out that the increase in 
appropriation was not approved and distributed to the States until 
the last three months of the fiscal year 1979. The reason for the 
delay in the distribution of the increase in appropriation was the 
fact that supplemental appropriations were not made to the DD Bill 
until after it had been signed in November of 1978. The supple
mental appropriation then had to move through the Congress and the 
Administration. Therefore, the basis of match by the States was 
the $30 million level instead of the supplemented $35 million 
level which was eventually distributed to the States. The match 
that is displayed on Table 3 is really a match of a $30 million 
level rather than a $35 million level. The reader must keep this 
in mind when scrutinizing the figures contained within the refer
enced table. 





In FY '79, the States matched the Federal Basic Formula 
Grant funds with $13,656,126. Of this amount, 5.7% came from the 
States in Region I. Twenty-two and one-tenth percent was from 
States in Region II. Sixteen and two-tenths percent was from 
States in Region III. There was 15.8% of the match from States 
in Region IV and 14.4% from States in Region V. There was 7.3% 
match from the States in Region VI and 2.7% of the match generated 
during FY '79 came from the States in Region VII. There was 3.4% 
of the match from the States in Region VIII and 10.1% of the match 
from the States in Region IX. Two and three-tenths percent of the 
match came from the States in Region X. 

It must be kept in mind that when we are displaying the 
match of Federal dollars to State programs, the match can be in-
kind or in program dollars and is provided at the discretion of 
the State to be utilized in any category of program activity. 
The point in providing an assessment of the matching dollars is 
to demonstrate that the DD program has met its required fiscal 
obligation in each of the fiscal years covered in the report. 
Also, this display is made to demonstrate that not only has the 
totality of the program met its mandated fiscal obligation, but 
each State has indeed met and exceeded, in many cases, its 
obligation to match Federal dollars. 

In FY '80, the Federal Basic Formula Grant was matched with 
$18,934,331. The State match in FY '80 was a significant increase 
over the level of match in FY '79 and reflected the increase in 
Basic Formula Grant monies. The States in Region I provided 3.3% 
of the match. States in Region II provided 1 7 . 1 % of the total 
amount in match. States in Region III provided 11.4% of the funds 
and in-kind services used to match Federal Basic Formula Grant 
monies. The States in Region IV provided 1 3 . 5 % and the States 
in Region V provided 1 3 . 6 % of the match. States in Region VI 
provided 6.8% and States in Region VII provided 4.0% of the match. 
States in Region VIII provided 3.2% of the match and States in 
Region IX provided 9.4% of the match. States in Region X provided 
1 7 . 7 % of the match. 

Generally, looking across the contributions by the States 
to the DD Program in relationship to the Basic Formula Grant 
Program, there is not a significant change with the exception of 
Region X States in FY '80 from its FY '78 and FY '79 levels. 

The source of the data on Table 3 is the approved State 
Plan budget submission by each of the States for each of the three 
fiscal years. 

Table 4 contains a summary of the total amount and percent 
of Federal Part C monies and non-Federal monies appropriated for 
the Developmental Disabilities Program for each of the Fiscal 
years '78, ' 7 9 , and '80. As can be seen from the information 
displayed on the table, in FY '78, $44,115,923 was budgeted for 
the DD Program in the 54 States and Territories participating in 



the program. Sixty-eight percent of the money was Federal allot
ment monies and 32% was non-Federal, State matching dollars. 

In FY '79, the total amount was increased to $48,987,126 
with $35.3 million being appropriated by the Federal dollars and 
$13.6 million, or 28%, being appropriated in State match, either 
in-kind or in dollars. The reader must note the explanation for 
the apparent decrease in State match in relationship to the per
centage of Federal funding that has heretofore been provided. 

In FY '80, the Basic Formula Grant budget was $62,114,331, 
of which 70%, or $43,180,000, was Federal dollars and 30%, or 
$18,934,331, was State match. 

The Basic Formula Grant Program, then, increased in FY '79 
and FY '80 over the FY '78 level. The most dramatic increase was 
in FY '80. The increase was just over 40% of the FY '78 level. 



UTILIZATION OF RESOURCES 

PL 95-602 requires that the funds be used in "strenghtening 
services for persons with developmental disabilities through agen
cies in the various political subdivisions of the State." The law 
further requires that "part of the funds will be made available by 
the State to public or non-profit private entities." 

In FY '78, at the time when the DD Program operated under 
the amendments contained in PL 94-103, the States were requested 
to submit budgets in four categories. The four required categor
ies were: 

Council Planning - This is the amount of funds used by 
the Council for its staff, Council operations, 
expense of meeting, and expense of developing and 
producing the required State Plan. 

Other Planning - This is the amount of funds used for 
planning activities other than those identified 
in Council planning. 

Administration - This is the amount of funds used by 
the Administrative Agency(ies) to carry out its 
tasks of aiding in the development of the State 
Plan, implementing the programs within the State 
Plan, and providing administrative and fiscal 
support to the State DD Planning Council. There 
can be no more than 5%, or $50,000, of the Federal 
Basic Formula Grant used for this purpose in any 
State. 

Services - This is the amount of funds used to fill 
identified gaps in the service system. Gaps in 
the service system are filled by providing seed 
money for new programs, provide augmentation to 
existing programs, and/or support specific iden
tified services for individuals or groups of 
individuals. In FY '78, at least 30% of the 
Federal Basic Formula Grant was to be used for 
programs in deinstitutionalization. In FY '79 
and '80, the States were to strive to use at 
least 65% in one or more of the four priority 
service areas or an approved State specific 
option service area. 

Table 5 shows the amounts and percent of Federal Basic 
Formula Grant funds expended in each of the four budget categories 
for each of the three fiscal years by the States and Territories 
participating in the DD Program. 



In FY "78, the total Federal appropriation of Part C monies 
under PL 94-103 was $30,058,000. Of these monies, 13.6% was ex
pended for Council Planning, and 8.9% was expended for other types 
of planning activities. There was 2.9% of the Federal allotment 
used for administration in FY '78. There was 74.6% of the Federal 
allotment used to provide services and support services for indi
viduals who were developmentally disabled. The total dollar amount 
of Basic Federal Formula funds expended for services in FY '78 was 
$22,425,185. 

There was an 18% increase in the Basic Formula funds appro
priation in FY '79 over the FY '78 level. The total appropriation 
was $35,331,000. Of this amount, 18.6% was expended for Council 
planning and 6.0% for other planning activities. There was only 
2.3% of the Federal funds used for administration in FY '79, a 
decrease of six-tenths of a percent over the FY '78 level. The DD 
Councils spent 73.1% of the Basic Formula monies on services for 
the developmentally disabled, or $25,810,044. 

There was a 44% increase in the Federal Basic Formula funds 
appropriation in FY '80 over the FY '78 level. The total appro
priation was $43,180,000. There was 76.2% of this money expended 
for services for the developmentally disabled during this year. 
Only 2.5% of the money was expended for administration. The 
Councils used 17.4% of the money for Council planning, and 3.9% 
was expended for other types of planning activities. 

It is apparent that the change in PL 95-602 requiring 65% 
of the Basic Formula Grant funds to be expended for priority ser
vices has not had a significant impact on the percentage of expen
ditures for services in the DD Program. The percentage of expen
ditures of Federal Basic Formula funds for services in FY '80 
increased only 1.6% over the FY '78 level. The percentage of 
expenditures for services in FY '79 decreased 1.5% from the 
FY '78 level. However, these changes in percentage between the 
three fiscal years do not represent a significant change in 
program expenditure of funds. 



It is of interest to examine the category of expenditures 
by the various States over the three year period. As to the in
formation contained on the next three tables, it is important to 
recognize the composition of the States which are located in each 
of the ten regions of the Department of Health and Human Services. 
Generally, the information presented indicates that those regions 
which have a majority of minimum allotment States contribute a 
lower percentage of the Federal Basic Formula funds to services 
than those States which exceed the minimum allotment. 

One major factor in the above occurrence is that in the 
lesser populated States, there are great distances to travel and 
a significant rural area to cover in the service system. Also, 
the required composition of the DD Council and minimum staffing 
pattern are identical within the law. Therefore, there is a min
imum cost incurred for Council planning and operation no matter 
the size of the appropriation. It is demonstrated in the next 
pages that the minimum allotment States require a larger percent
age of their Basic Formula funds to operate their Councils than 
do the more populous and affluent States. 

Table 6 shows the amount and percent of Federal Basic 
Formula funds expended by States for Council planning, other 
planning, administration, and services for FY '78 displayed in 
Health and Human Services Regions. 



In FY '78, the percent of Federal Basic Formula funds 
used for Council planning ranged from 30% in Region VIII, which 
has a majority of minimum funded States, to 3% for the States in 
Region VII. The 3% for Region VII States must be viewed in the 
light of these States expending 26% of the Basic Formula Grant 
funds for planning activities other than Council planning. 

In FY '78, the percent of Federal Basic Formula funds 
used for other planning activities ranged from 26% for the 
States in Region VII to the States in Region II which used less 
than one percent for this purpose. It must be pointed out that 
specific instructions as to items and activities listed under 
this budget category were not clarified, and in many cases a 
State option. Therefore, a composite picture of the planning 
activity for the State DD program may be seen by combining the 
amount contained under Council planning and other planning. 

The percentage used for administration ranged between 4% 
for States in several HHS regions to the States in Region II 
which did not use any Federal funds for this purpose in FY '78. 

The percentage of Federal funds used for services in 
FY '78 ranged from 89% for the States in Region II to 61% for 
the States in Region VIII. Again, it must be pointed out that 
Region VIII is almost entirely composed of minimum allotment 
States, as are many of the regions which have the lower per
centage of funds expended for services. 

Table 7 shows the amount of Federal Basic Formula funds 
expended for Council planning, administration, and services for 
FY '78 displayed by States. 





Table 8 contains the amount and percent of Federal Basic 
Formula funds expended in the four budget categories by States in 
FY ' 7 9 . 

Council planning required 19% of the appropriation in 
FY '79. The range of expenditures was from 31% for the States in 
Region VIII to 5% in Region VII. However, Region VII had the 
highest percent of funds used in other planning activities, with 
20% going for this purpose. Region II States had less than one 
percent of funds for other planning in FY '79. 

Only the States in Region VII had 4% of their funds ex
pended for administration. There were States in four regions 
which expended 3% for this purpose. The States in Region II 
expended 1% for administration. 

There was 73% of the Basic Formula Grant funds expended for 
services in FY '79. The range in percent was from 62% on the low 
end to 86% on the top end of the range. 

Table 9 shows the amount of Federal Basic Formula funds 
expended for Council planning, other planning, administration, 
and services for FY 79 displayed by States. 





Table 10 shows that 76% of the Federal Basic Formula was 
used for services in FY '80. Seventeen percent was used for 
Council planning and 4% was used for other planning. Three percent 
of the Federal Basic Formula funds was used for administration. 

There was a range of 32% of funds used in FY '80 for Council 
planning in Region VIII to 7% in Region VI. However, it must be 
noted that the States in Region VI used 13% of the Basic Formula 
funds for other planning activities during FY '80. The States in 
Region VII through X had no expenditures in other planning activi
ties listed in FY '80. 

The percentage of monies used for administration remained 
consistent in FY '80 when compared to prior years. 

There was 64% of the monies in the States in Region VIII 
expended for services in FY '80. The States in Region II expended 
84% of their allotment for this purpose. 

Table 11 shows the amount of Federal Basic Formula funds 
expended for Council planning, other planning, administration, 
and services for FY '80 displayed by States. 





In summary, it is apparent that a certain percent of Basic 
Formula Grant monies are needed to implement PL 95-602 and get 
maximum participation from the DD community. However, it is also 
apparent that the DD community is exceeding the requirement of 65% 
expenditures on services and service related activities and has so 
exceeded this mandate in each of the last three fiscal years. 



SERVICES PROVIDED 

There were a variety of different services provided to 
individuals who are developmentally disabled as a result of the 
activity of the State Planning Councils and Administrative Agen
cies in FY '78, FY '79, and FY '80. Approximately 75<p of every 
Federal Basic Formula dollar was spent on services in each of the 
three years. 

The type of services which were purchased for the develop-
mentally disabled varied from State to State as each Council sur
veyed the needs and explored the gaps in the service system. It 
is apparent that there are a variety of services which must be 
provided for the developmentally disabled since a person must have 
a "need for a combination and sequence of special, interdisciplin
ary, or generic care, treatment, or other services which are of 
lifelong or extended duration and are individually planned and 
coordinated" (Sec.101(7)(E) of PL 95-602) in order to be diagnosed 
as developmentally disabled. 

In FY '78, the DD Program under PL 94-103 focused on sixteen 
services which were listed in those amendments to the Developmental 
Disabilities Act. The sixteen services listed in the Act were: 

Diagnosis 
Evaluation 
Treatment 
Personal care 
Day care 
Domiciliary care 
Special living arrangements 
Training 
Education 
Sheltered employment 
Recreation 
Counseling 
Protection and social services 
Information and referral 
Follow-along 
Transportation 

Federal funds were used to provide services in any one or 
all of the above service areas in FY '78. The areas selected by 
each State Planning Council and Administrative Agency depended 
upon the identified need and results of the planning process. 

In FY '79, the DD Program was focused and expenditures were 
clustered as a result of the introduction of four priority service 
areas in PL 95-602. The term 'services for persons with develop
mental disabilities' is stated as "priority services (as defined 
in subparagraph (B)), and any other specialized s e r v i c e s or 
special adaptations of generic services for persons with devel
opmental disabilities..." 



The DD community began to hold conferences on the four 
priority service areas attempting to understand and implement this 
new emphasis in the DD legislation. Section 102 of PL 95-602, 
paragraph B contains the definition of priority service: 

The term 'priority service' means case management 
services (as defined in subparagraph (C)), child de
velopment services (as defined in subparagraph (D)), 
alternative community living arrangement services 
(as defined in subparagraph (E)), and nonvocational 
social developmental services (as defined in subpara
graph (F)). 

The authors of the legislation defined, as one can see from 
the text, each of the four priority services, listing many of the 
sixteen services listed in PL 94-103 under the appropriate prior
ity service area. 

The DD Councils and Administrative Agencies were given the 
mandate to select at least one and no more than two of the four 
priority areas and to expend at least 65% of the Federal Formula 
appropriation for programs in that or those priority area(s) 
selected. 

There is broad latitude as to the type of program or support 
services which can be funded under each of the four priority ser
vice areas. The service activities which can be supported through 
the use of Federal Formula funds are contained in Section 133 of 
PL 95-602, Paragraph (4)(B)(iv). The paragraph is as follows: 

For purposes of this subparagraph, the term 'service 
activities' includes, with respect to an area of ser
vice, provisions of services in the area, model service 
programs in the area, activities to increase the capa
city of institutions and agencies to provide services 
in the area, coordinating the provision of services in 
the area with the provision of other services, outreach 
to individuals for the provision of services in the 
area, the training of personnel to provide services in 
the area, and similar activities designed to expand 
the use and availability of services in the area. 

The DD community had been providing programs and services 
in the four priority areas prior to the passage of PL 95-602. 
Table 9 shows the expenditure of Federal Formula monies for 
services by program categories for FY '78, FY '79, and FY '80. 
For the purposes of this report, the programs funded with Federal 
Formula dollars have been divided into ten categories. The 
categories are: 



Child development 
Case management 
Alternative living arrangements 
Nonvocational social development 
Training 
Employment/vocational development 
Advocacy 
Standards/needs assessment 
Public awareness 
Council activities 

The first four categories of service programs are the four 
priority service areas contained in PL 95-602 heretofore refer
enced. The definition of each of these areas of service used for 
this report is the definition contained in PL 95-602. These 
definitions are as follows: 

The term 'child development services' means such 
services as will assist in the prevention, identifi
cation, and alleviation of developmental disabilities 
in children, and includes (i) early intervention ser
vices, (ii) counseling and training of parents, 
(iii) early identification of devleopmental disabili
ties, and (iv) diagnosis and evaluation of such 
developmental disabilities. 

The term 'case management' means such services to 
persons with developmental disabilities as will assist 
them in gaining access to needed social, medical, ed
ucational, and other services, and such term includes--

(i) follow-along services which ensure, through a 
continuing relationship, lifelong if necessary, between 
an agency or provider and a person with a developmental 
disability and the person's immediate relatives or 
guardians, that the changing needs of the person and 
the family are recognized and appropriately met; and 

(ii) coordination of services which provide to per
sons with developmental disabilities support, access 
to (and coordination of) other services, information 
on programs and services, and monitoring of the per
son's progress. 

PL 95-602,Sec.102(8)(C) 

The term 'alternative community living arrangements' 
means such services as will assist persons with devel
opmental disabilities in maintaining suitable residen
tial arrangements in the community, and includes 



In FY '79, $25,810,004 of the Federal Formula funds were 
expended for service activities. Of this amount, 72% was expended 
for activities in the four priority service areas identified in 
PL 95-602. Just over one-third, 33.9%, of the service dollars was 
expended in the area of alternative living arrangements. There 
was 18.3% expended for nonvocational social development, 15.3% for 
child development, and 4.5% for case management. 

Advocacy programs received 12.5% of the service monies in 
FY '79. Employment/vocational development programs received 4.1%, 
and training projects received 5.0% of the funds. Public aware
ness programs received 1.9% of the funds. Council development was 
supported with 2.4% of the funds, and 2.1% of the funds was used 
to develop standards for the DD Program. 

In FY '80, $32,884,439 of the Federal Formula funds were 
expended for service activities. Of this amount, almost 80% was 
expended for activities in the four priority areas of service. As 
in FY '78 and FY '79, just over one-third of all service funds, 
35.4%, was used for services for alternative living arrangements. 
Almost the same percentage as was expended in FY '79 was expended 
for nonvocational social development in FY '80. Child development 
programs received 16.6% of the funds in FY '80. The category 
which received the largest increase in percentage of service 
monies in FY '80 compared to FY '79 was case management. Nine 
percent of the service dollars was spent for case management 
programs in FY '79. 

Advocacy programs received 8.8% of the service dollars in 
FY '80. Employment/vocational development received 2.8%, and 
training was funded with 3.4% of the service dollars. Exactly the 
same percent of funds was expended in FY '80 as was expended in 
FY '79 for public awareness programs, while 2.5% was expended for 
Council development, and 1.2% expended for the development of 
standards. 

Table 13 contains a comparison of the percent of Federal 
Formula funds expended for services between FY '78, FY '79, and 
FY '80 by all 54 States and Territories participating in the DD 
Program. The information on the table shows the increase or 
decrease in percent of funds used in FY '79 and FY '80 for pro
grams in each category when compared to the percent expended in 
FY '78. 

The overall change in percent of expenditure over the three 
year period came in the area of programs in the four priority ser
vice areas. There has been an increase of 9.5% in the percentage 
of funds expended in the four areas of service compared to the 
percentage expended in FY '78. Case management programs received 
the largest increase in percentage of funds, closely followed by 
the programs in the area of child development. The percentage 
provided for alternative living arrangement programs decreased 
from FY '78 to FY '80. It must be kept in mind that there was a 



considerable increase in the dollar amount expended for services 
between FY '78 and FY '80. Therefore, although the percentage of 
funds decreased between the funding years for alternative living 
arrangements, the actual dollar amount increased in FY '80 over 
that expended in FY '78 by over $3.3 million. There was a 1.1% 
increase in the percentage devoted to programs in nonvocational 
social developmental areas of service from FY '78 to FY '80. 

The percentage devoted to programs in advocacy decreased 
from 13.1% in FY '78 to 8.8% in FY '80. Employment/vocational 
development programs went from the 5.3% funding level in FY '78 to 
2.8% in FY '80. The percent of funds used for training rose in 
FY '79 from the FY '78 level but returned to the FY '78 level in 
FY '80. 

Programs in the support services of public awareness, 
standards/needs assessment, and Council activities experienced a 
decrease in the percent of funding level from FY '78 to FY '80. 



In summary, the implementation in the change in the defin
ition of developmental disabilities from the one contained in 
PL 94-103 to the one contained in PL 95-602 apparently has not 
affected the services provided with the Federal Formula funds by 
the DD Planning Councils and Administrative Agencies. 

The apparent effect of PL 95-602 on the provision of ser
vices is that States are, in fact, focusing almost all of their 
service dollars in the four priority service areas. In FY '78, 
the States expended 75% of the Federal Formula dollars for 
services, of which 70% went into programs in the four priority 
areas of service identified in PL 95-602. In FY '79, the States 
expended 73% of the Federal Formula funds for services, of which 
72% went into programs in the four priority service areas. In 
FY '80, over 76% of the Federal Formula funds was spent for ser
vices, of which almost 80% went into programs in the four priority 
areas of service identified in PL 95-602. 

The percent of Federal Formula Grant resources used for 
services remained constant over the three year period. However, 
in FY '78, 70% was used for programs in the four priority service 
areas, while in FY '80, almost 80% was used in these four areas 
of service. This 10% increase in the percentage of funds devoted 
to the priority service areas clearly demonstrates that the DD 
community is focusing its resources on the areas of. services 
identified in the law and complying with the program direction 
and mandate. 



INDIVIDUALS SERVED 

The mandated report requires that "the number of persons 
with developmental disabilities in each category served before and 
after such date of enactment" be included in the report. However, 
because of the fact that much of the Federal Basic Formula Grant 
funds are used in support and augmentation of existing programs, 
accurate and valid population statistics are difficult to present. 
The actual number of persons served through Federal Formula funds 
can legitimately be listed as the entire estimated developmental 
disabilities population of 5.2 million in FY '78, or 3.9 million in 
FY '80, or as the total number of individuals involved in specific 
projects fully or partially funded with Federal Formula Grant funds. 

Table 14 contains the number and percent of individuals 
served by DD Councils and Administrative Agencies by cause of dis
ability for FY'78, FY '79, and FY '80. The basic assumption for 
the data on this table is that since Federal Basic Formula Grant 
funds are used for a variety of activities including comprehensive 
planning, developing the network of services, and providing seed 
money for specific program activities, then there is some benefit 
to the entire estimated DD population within the United States. 

There is another method of displaying the number of persons 
with developmental disabilities by cause of disability which may 
also be useful in meeting the mandate of the report. 



The Federal Formula Basic State Grant monies of PL 94-103 
and PL 95-602 are used, as has been demonstrated, in four primary 
activities. The four primary activities are: 

Council planning 
Other planning activities 
Administration 
Service activities and programs 

The breakdown of expenditures of the Federal Formula funds 
has been heretofore provided in this report. The expenditure of 
funds can be categorized into three categories in order to ascer
tain the disability groups which were served through the expendi
ture of funds. 

Since Federal Basic Formula Grant funds are used for a 
variety of activities including comprehensive planning, developing 
the network of services, and providing seed monies for specific 
program activities, enumeration of the population served has been 
omitted from this report. It is assumed that the tracking of the 
Federal Basic Formula dollars to the appropriate disability group 
provides more reliable data as to the impact of the definition of 
developmental disabilities in PL 95-602 than would a forced or 
incomplete enumeration of the population served. 

The first category of expenditures is those expenditures 
which include the support of the Council, all planning activities, 
and the expenditures for administration. This category of expen
ditures funds overall statewide activities such as coordinating 
and influencing policies which have an impact on services for all 
developmentally disabled people. It is, therefore, assumed that 
these expenditures address the needs of all developmentally dis
abled people in each State and that they can be categorized by the 
percentage of each disability group estimated in each State. 

There was a total of $7,632,815 of Federal Formula funds 
used for planning activities and administration in FY '78. Of this 
amount, 53.4% was used for Council planning, 35% was used for other 
planning activities, and 11.6% was used for program administration. 



There was a total of $9,520,956 of Federal Formula funds 
used for planning activities and administration in FY '79. Of 
this amount, 69.3% was used for Council planning, 22.2% was used 
for other planning activities, and 8.5% was used for program 
administration. 

There was a total of $10,295,561 of Federal Formula funds 
used for planning activities and administration in FY '80. Of 
this amount, 73.3% was used for Council planning, 16.4% was used 
for other planning activities, and 10.3% was used for program 
administration. 

Table 16 shows the expenditures according to the relevant 
disability groups for each of the three fiscal years. 



The DD Councils and Administrative Agencies estimated that 
the developmental disabilities community consisted of 65.5% of 
individuals who were mentally retarded in FY '78. It was esti
mated that 9.4% of the DD community were individuals who were 
cerebral palsied and 21.8% of the DD community were individuals 
who had epilepsy. It was estimated that 1.5% of the DD community 
was composed of individuals who were autistic, while 1.8% of the 
DD community were individuals who were disabled because of 
conditions other than those listed. 

In FY '79, the estimate of the composition of the DD com
munity did not change radically from that presented in FY '78. 
The fact that most State Plans were submitted for FY '79 prior 
to the President signing PL 95-602 was reflected in that the DD 
planners used the definition contained in PL 94-103 to make their 
estimates of the composition of the DD population. 

The impact of the definition of developmental disabilities 
contained in PL 95-602 can be seen in the estimated composition of 
the DD population in FY'80. In this year, it is estimated that 
54.8% of the DD community is made up of individuals who are men
tally retarded. The DD community consists of 14.3% of individuals 
with cerebral palsy and 17.4% of individuals who are epileptic. 
The individuals who are autistic represent 1.6% of the DD commun
ity. It is estimated that conditions other than mental retarda
tion, epilspey, cerebral palsy and autism make up 11.9% of the DD 
community as a result of the implementation of the definition of 
developmental disabilities contained in PL 95-602. 

The majority of Federal Basic Formula funds were expended 
for service activities and programs. The expenditures for each 
category of service activities has heretofore been enumerated. 

The service activities funded by States with Federal 
Formula Grant monies can be divided into two groups in order to 
assess the populations served by the service activities. The two 
groups of service activities are: 

1. Activities affecting the entire DD community; 

2. Activities specifically funded for one or more 
disability groups. 

Each of the service activities and programs funded during 
the three year period of this report was assigned to one of the 
two groups. 

All of the projects funded in the categories of training, 
advocacy, standards/needs assessment, public awareness, and 
Council activities were assigned to the group which affects the 
the entire DD community. 



It is assumed that projects in the five categories listed 
above affect the entire DD community within the State. It is 
understood that individual projects in each of the categories may 
be targeted to a particular disability group or to a specific geo
graphical section of the State. However, an analysis of the data 
which describes the service activities indicates that specifically 
targeted programs are not statistically significant when compared 
to the universe of service activities funded in the five categor
ies of projects. 

Table 17 shows the amount of funds and percentage of Federal 
Formula funds used for each of the five categories of projects 
which affect the entire DD community. 

There was a total of $5,553,374 Federal Formula funds ex
pended for service activities which affected the entire DD community 
in FY'78. The majority of these funds, 52.9%, were devoted to 
programs in advocacy. There was 13.3%of the funds expended for 
public awareness, 13.2% for training, and 10.5% for the development 
of standards and needs assessment. Council activities required 
10.1% of these funds. 

There was a total of $6,152,935 Federal Formula funds ex
pended for service activities which affected the entire DD community 



in FY '79. As in FY '78, over 52% of these monies was expended 
for advocacy programs. There was 21.1% of the money used for 
training activities in FY '79. The development of standards and 
needs assessment required 8.6% of the money, and public awareness 
programs required 8.1%. Ten percent of the money was expended on 
Council activities in FY '79. 

There was a total of $5,872,208 Federal Formula funds ex
pended for service activities which affected the entire DD commun
ity in FY '80. Nearly 50% of these monies was expended for pro
grams in advocacy. Just under 20% was used for training, and 10.8% 
was used for public awareness. There was 6.7% of the funds used 
to develop standards and needs assessment. There was a total of 
14.1% of the service funds expended in Council activities and 
awareness in FY '80. 

It is assumed that the projects and service activities of 
training, advocacy, standards, public awareness, and Council acti
vities are conducted for the benefit of the entire DD community. 
Therefore, the amounts of expenditures for these activities are 
proportioned to the disability groups according to the best esti
mate heretofore described for the three years. Table 18 contains 
the results of the proportional distribution of the expenditures 
for the projects and service activities which were conducted for 
the general developmental disabilities population. 



There was a total of $5,553,374 Federal Formula funds ex
pended for training, advocacy, standards, public awareness, and 
Council activities in FY '78. Of this amount, 65.5%, or $3,637,460, 
was expended for individuals who were mentally retarded, $522,018, 
or 9.4%, for individuals who were cerebral palsied, and $1,210,636, 
or 21.8%, for individuals with epilepsy. There was 1.5% of this 
amount expended for individuals who were autistic, and 1.8% of the 
funds expended for individuals who were disabled by causes other 
than those listed. 

There was a total of $6,152,935 Federal Formula funds ex
pended for the five categories of service activities in FY '79. 
Of this amount, $3,956,337, or 64.3%, was expended for individuals 
who were mentally retarded. There was a total of $750,658 for 
individuals who were cerebral palsied, and $1,212,128, or 19.7%, 
of the amount expended for individuals who were epileptic. There 
was 1.5% expended for individuals who were autistic, and 2.3% was 
expended for individuals whose disability was caused by conditions 
other than those listed. 

There was a total of $5,872,208 Federal Formula funds ex
pended for training, advocacy, standards, public awareness, and 
Council activities in FY '80. Of this amount, 54.8%, or $3,217,970, 
was expended for individuals who were mentally retarded. There 
was a total of $839,726, or 14.3%, expended for individuals who 
were cerebral palsied, and $1,021,764, or 17.4%, expended for indi
viduals who were epileptic. There was 1.6% of the funds expended 
for individuals who were autistic. There was 11.9%, or $698,793, 
expended for individuals whose disabilities were caused by other 
than mental retardation, cerebral palsy, epilepsy, or autism. 

The majority of Federal Formula funds was expended for 
service activities in the four priority areas of service listed 
in PL 95-602 and for employment/vocational development programs. 
These service activities were usually designed for individuals in 
specific disability groups. Therefore, it is possible to identify 
with a great degree of confidence the amount of funds expended for 
each disability group in five categories of service projects. 
Table 15 contains the amount and percent of Federal Formula funds 
expended for programs in child development, case management, 
alternative living arrangements, nonvocational social development, 
and employment/vocational development for each of the three years 
covered by this report. 

There was a total of $16,871,811 Federal Formula funds ex
pended for programs in the four priority service areas and employ
ment in FY '78. Nearly one-half, 49.3%, was expended for programs 
in alternative living arrangements. There was 23.1% expended for 
programs in nonvocational social development, and 15.7% expended 
for programs in child development. There was a total of 4.9% of 
the funds expended for case management programs, and 7% for pro
grams in employment. 



There was a total of $19,657,109 expended for programs in 
the four priority service areas and employment in FY '79. Of this 
amount, 44.5% was expended for programs in alternative living 
arrangements, and 24.1% for programs in nonvocational social de
velopment. There was 20.1% of the funds expended for programs in 
child development in FY '79. Nearly 6% was expended for case 
management programs, and just over 5% was spent for employment 
programs. 

There was a total of $27,012,231 expended for programs in 
the four priority service areas and employment in FY '80. Of this 
amount, 43.1% was expended for programs in alternative living 
arrangements, and 22.4% for programs in nonvocational social 
development. There was 20.2% of the funds expended for programs 
in child development in FY '80. Nearly 11% was expended for case 
management programs, and just over 3% for programs in employment. 

The majority of service activities and programs were de
signed for specific individuals in an identifiable disability 
group. Table 20 contains the distribution by disability group of 
the amount and percent of Federal Formula funds and for programs 
and service activities in the four priority service areas listed 
in PL 95-602 and for employment programs. 



There was a total of $16,871,811 Federal Formula funds ex
pended in the five categories of service areas in FY '78. Of this 
amount, 75% was expended for individuals who were mentally retarded. 
There was just over 10% expended for individuals were were epilep
tic, and 8.5% for individuals who were cerebral palsied. There 
was 4.5% expended for the autistic, and 1.5% expended for indi
viduals with disabilities other than those listed. 

There was a total of $19,657,109 Federal Formula funds 
expended in the five categories of service areas in FY '79. Of 
this amount, just over 70% was expended for individuals who were 
mentally retarded. There was 12.6% expended for individuals who 
were cerebral palsied, and 6.6% expended for individuals who were 
epileptic. Five percent was expended for the autistic, and 5.6% 
for disabilities other than those listed. 

There was a total of $27,012,231 Federal Formula funds ex
pended in the five categories of service areas in FY '80. Of this 
amount, 64.8% was expended for individuals who were mentally re
tarded. There was a total of just under $3 million, or 11%, of 
the funds expended for individuals who were cerebral palsied, and 
8.5% was expended for individuals who were epileptic. There was 
4% expended for individuals with autism. There was 11.7% of the 
service funds in the four priority areas and employment expended 
for the disabled with conditions other than mental retardation, 
cerebral palsy, epilepsy, or autism in FY '80. 



As has been stated, the majority of Federal funds was 
expended for service activities. These service activities are 
both population specific and client particular. That is, each 
service activity is funded for a particular population which is 
developmentally disabled and the funds are used to support 
either all or some of the individuals who participate in the 
program or activity. Therefore, for the expenditures of Federal 
funds for service activities it is possible to enumerate the 
number of individuals who participated in programs and activi
ties during the three year period by cause of disability. 

Table 21 contains the number and percent of individuals 
served by child development, case management, alternative living 
arrangements, nonvocational social development, employment, 
training, and advocacy projects funded by Basic Formula funds 
for FY '78, FY '79, and FY '80 for individuals with mental 
retardation, cerebral palsy, epilepsy, autism, and other con
ditions. 

There were a total of 149,933 individuals served in ser
vice activities funded in FY '78. Of this number, 75%, or just 
under 112.5 thousand, were individuals with mental retardation. 
Individuals with epilepsy represented 10.5% of this population, 
while 8.5% of the population were individuals with cerebral 
palsy. Programs and activities funded by Federal monies in 
FY '78 included 6,747 individuals whose disability was autism, 
and 2,247 of the individuals had disabilities caused by condi
tions other than the four identified. 



In FY '79 there were a total of 181,911 individuals 
served in programs funded with Federal funds in service activi
ties. Of this number, just over 70% were individuals who were 
mentally retarded. Over 12% were individuals with cerebral 
palsy, while over 6% were individuals with epilepsy. Five 
percent of the individuals so served in FY '79 were individuals 
diagnosed as autistic. There were 5.6% of the individuals, or 
just over 10,000, who had disabilities from causes other than 
the four heretofore identified. 

In FY '80, there were a total of 194,381 individuals 
involved in programs and service activities funded with Basic 
Federal Formula Grant funds. Of this number, almost 65% were 
mentally retarded, 11% were individuals who had cerebral palsy, 
and 8.5% were individuals with epilepsy. Four percent of the 
population were individuals who were autistic. Just under 12% 
of the service population involved individuals with disabilities 
caused by other than mental retardation, cerebral palsy, 
epilepsy, or autism. 

Table 22 contains the distribution of all Federal Formula 
funds by disability groups for FY '78, FY '79, and FY '80. 

The total amount of Federal Formula funds expended in 
FY '78 was $30,058,000. There was 70.8% of the funds expended 
for individuals who were mentally retarded. There was 15.5% of 
the funds expended for individuals who were epileptic, and 8.9% 
expended for individuals who were cerebral palsied. There was 
3.2%, or just under one million dollars, expended for individuals 
who were autistic. Just under one-half million dollars, or 1.6%, 
of the funds, was used for individuals who were disabled for 
reasons other than those listed. 



There was a total of $35,331,000 Federal Formula funds 
expended in FY '79. Of this amount, 67.6% was expended for indi
viduals who were mentally retarded. There was a total of 12.4% 
expended for individuals who were cerebral palsied, and 12.4% 
expended for individuals who were epileptic. There was 3.4% of 
the Federal Formula funds expended for individuals who were autis
tic. A total of 4.2% of the funds was used for individuals who 
were disabled for reasons other than those listed. 

There was a total of $43,180,000 Federal Formula funds 
expended in FY '80. Of this amount, 61.1% was expended for 
individuals who were mentally retarded. There was a total of 
12.2% expended for individuals who were cerebral palsied, and 
11.8% expended for individuals who were epileptic. There was 3.1% 
of the funds used for individuals who were autistic. There was 
11.8% used for individuals whose disability was other than mental 
retardation, cerebral palsy, epilepsy, or autism in FY '80. 

Table 23 contains the difference in percent of expenditures 
of Federal Formula funds for each disability group for FY '79 and 
FY'80 when compared to the expenditures in FY '78. This comparison 
shows the apparent impact of the implementation of the definition 
of developmental disabilities contained in PL 95-602. 

There was a decrease of 3.2% in the percent of Federal 
Formula funds used for individuals with mental retardation in 
FY '79 from the percent used for this disability group in FY '78. 
There was also a decrease of 3.1% in the percent of Federal 



Formula funds used for individuals with epilepsy in FY '79 from 
the percent used for this disability group in FY '78. There was 
an increase of 3.5% in the percent of Formula funds used for 
individuals with cerebral palsy in FY '79 when compared to the 
percent used for the group in FY '78. The percent was increased 
by .2% in FY '79 over the FY '78 percent level for autistic in
dividuals. There was a 2.6% increase in the percent expended 
for individuals with disabilities other than those listed. 

There was a decrease of 9.7% in the percent of Federal 
Formula funds used for individuals with mental retardation in 
FY '80 from the percent used for this disability group in FY '78. 
There was a decrease of 3.7% in the percent of Federal Formula 
funds used for individuals with epilepsy in FY '80 from the percent 
used for this disability group in FY '78. There was an increase 
of 3.3% in the percent of Federal Formula funds used for individ
uals with cerebral palsy in FY '80 when compared to the percent 
used for the group in FY '78. The percent was increased by .1% in 
FY '80 over the FY '78 percent level for autistic individuals. 
There was a 10.2% increase in the percent expended for individuals 
with disabilities other than mental retardation, cerebral palsy, 
epilepsy, and autism in FY '80. 

The apparent effect of the implementation of the definition 
of developmental disabilities contained in PL 95-602 the first two 
years is an increase of just over 10% in the percent of projects 
funded for individuals with disabilities other than those caused 
by mental retardation, cerebral palsy, epilepsy, or autism. 



COUNCIL ORGANIZATION 

Type 

Each of the States which participates in the Developmental 
Disabilities Program has a State Developmental Disabilities 
Planning Council. The members of the DD State Planning Council 
are appointed by the Governor. There are mandatory programs and 
populations which must have representation on the State Planning 
Council. The mandatory representatives include: 

• State program officials who provide or manage 
programs which provide services for individ
uals who are developmentally disabled; 

• Non-State officials who represent local 
government jurisdictions and private agencies 
which provide services to individuals who are 
developmentally disabled; 

• Individuals who are themselves disabled and 
are eligible for services provided to indi
viduals who are developmentally disabled. 
These individuals may or may not be currently 
receiving services; 

• Individuals who represent, usually parent or 
guardian, individuals who are eligible for 
services provided to individuals who are 
developmentally disabled. 

The size of the Council ranges from 8 Council members to 
44 Council members. The average size of a DD State Planning 
Council is 25 members. There are a total of 1,348 individuals 
who serve on the 54 DD State Planning Councils throughout the 
United States. 

Figure 1 shows the comparative size of each of the DD 
State Planning Councils in terms of number of individuals on the 
54 State DD Planning Councils. There are two Councils with 
between 5 and 9 members, and one Council with between 10 and 14 
members. Ten Councils have memberships which range between 15 
and 19 members, and seventeen Councils have between 20 and 24 
members. There are eight Councils which have between 25 and 29 
members, and seven Councils have between 30 and 34 members. The 
membership of six Councils is between 35 and 39 members. Three 
Councils have over 40 members. 



Table 24 shows the number and percent of Council members 
according to their category of membership on the Council. 

The largest category of membership on the Councils as a 
whole is the category of individuals who represent individuals 
who are developmentally disabled. This group is comprised of 433 
individuals, or 32% of the Council membership. 

The next largest category in Council membership is that 
group of individuals who are officials of State government. 
This category includes 358 individuals and represents 27% of the 
Councils' membership. 



The Council membership is made up of 23% non-State 
officials who represent local government and organizations which 
provide services to individuals who are developmentally disabled 
There are 307 individuals in this category of Council membership 

There are 250 individuals who are eligible for services 
in programs for persons who are developmentally disabled. These 
250 individuals represent 18% of the total membership of all 
Councils. 

It should be noted that 50% of the Council membership 
consists of individuals who are eligible for services and their 
representatives. It is required by PL 95-602, Section 137, that 
one-half of the Council membership consist of a combination of 
these two categories of individuals. 

Table 25 contains the number and percent of the member
ship of each of the 54 DD State Planning Councils by category 
of representation. 

It is interesting to note that the Regional percentages 
of the four categories of membership closely parallel the 
national percents displayed on Table 25. The range of percent 
of State officials at the Regional level is between 22% and 37%, 
with only one Region exceeding 30% representation in this cate
gory. 

There is a range of between 13% and 28% membership of 
non-State officials on the DD State Planning Councils at the 
Regional level. The overall representation of this category of 
membership is 23%. 

The total membership of individuals who are eligible for 
developmental disabilities programs and individuals who represen 





program eligible individuals make up 50% of the Councils' mem
bership. Eighteen percent of the membership consists of indi
viduals who themselves are program eligible. At the Regional 
level, this category of membership ranges from 13% to 23%. 

The counterpart of those individuals who are consumers 
or could be consumers of program services make up 32% of the 
Councils' membership. At the Regional level, this category of 
membership ranges from 27% to 41% of Council membership. 

There are seventeen States in which the DD State Planning 
Council operates under State statute. Figure 2 displays the 
administrative or statute authority under which the 54 DD State 
Planning Councils exist. There are 29 State Councils which are 
under executive orders from the Governor. There are eight DD 
State Planning Councils which operate by a simple Governor 
appointment without the benefit of executive order or State 
statute. 

The seventeen States which have State statutes for their 
DD State Planning Councils are: 

Alaska Montana 
California New Jersey 
Colorado New York 
Hawaii North Carolina 
Idaho North Dakota 
Kansas Rhode Island 
Maine Virginia 
Missouri Wisconsin 

Wyoming 



The 54 DD State Planning Councils meet at various inter
vals during the year. Figure 3 shows the frequency of meetings 
of the 54 DD State Planning Councils. 

Figure 3. Frequency of Meetings by the 54 Councils 
During the Year 

There are 21 Councils which meet monthly, while 19 Coun
cils meet quarterly. The Councils which meet monthly represent 
39% of all Councils, and the Councils which meet quarterly 
represent 35% of the Councils. 

There are 7 Councils, or 13% of the Councils, which meet 
bi-monthly. The rest of the Councils, 7, meet at irregular 
intervals. One Council meets 3 times per year, and one Council 
meets 5 times per year. Two Councils meet 8 times per year, and 
3 Councils meet 10 times per year. 



Staff 

There are a total of 289 professional and clerical persons 
employed by the 54 DD State Planning Councils to provide the 
staff work required by the Councils. PL 95-602, Section 133, 
requires that: 

(1)(A) The plan (State Plan) must provide for 
the establishment of a State Planning Council in 
accordance with Section 137, for the assignment to 
the Council of personnel in such numbers and with 
such qualifications as the Secretary determines to 
be adequate to enable the Council to carry out its 
duties under that section, and for the identifica
tion of the personnel so assigned. 

Table 26 shows the number and percent of staff for the 54 
DD State Planning Councils in the United States by classification. 

There are a total of 256 Council staff employees who are 
full-time employees, and 33 who are part-time employees. Of 
this number, 203, or 80%, are professional and 86, or 20%, are 
clerical. Of the 203 professionals employed as professionals, 
177, or 87%, are full-time with the Council and 26, or 13%, are 
part-time with the Council. Ninety-two percent of the clerical 
personnel are full-time with the Council. 





There are 11 Councils which have two staff members, 
usually consisting of an Executive Director and a Secretary. 
There are 12 Councils which have three staff members. The third 
staff member is usually a Planner. 

There are 6 Councils which employ four staff members, and 
6 Councils which have five staff members. There are 4 Councils 
which have six staff members, and 2 with seven staff. 

There are 8 Councils which have between eight and ten 
staff members, and 5 Councils which have more than ten staff. 
The most staff of any one Council is 20 employees. 

Sixty-five percent of the Councils have five or less 
staff members, while 26% have over five but not more than ten. 
Nine percent have more than ten staff members. 

There are 21 different titles used for the 203 profes
sionals employed by the 54 DD State Planning Councils. Table 27 
shows the number and percent of the professionals employed by 
the Councils by job classification. 



There are 57 Planners employed by the Councils and 48 
Executive Directors. An Executive Director, in many Councils, 
also serves as the Planner. There are 20 Program Directors or 
Coordinators. These three job classifications make up 62% of 
all professionals employed by the Councils. 

The other 38% of the professionals have a variety of job 
classifications. Since the information for the data displayed 
on Table 27 was obtained during FY '81, it is understood that 
the various job classifications may change in subsequent years 
as the emphasis of each individual DD State Planning Council 
changes. 

The major job classification for the clerical employees 
of the DD State Planning Councils is Secretary. Seventy-one out 
of the 86 clerical personnel employed are Secretaries. There 
are eight individuals classified as Administrative Secretaries, 
two as Typists, two as Bookkeepers, two as Account Clerks, and 
one as Office Manager. Table 28 shows the clerical personnel 
employed by the 54 DD State Planning Councils by job classifi
cation. 



SERVICE PROVIDERS 

There has been over the past three years an effort on the 
part of the State DD Planning Councils and Administrative Agencies 
to identify the service network which is providing services to 
individuals who are developmentally disabled. In order to effec
tively discover service gaps in the service network, it is appar
ent that knowledge of the total service system must be at hand. 
Therefore, the requirement in the State Plan to identify the agen
cies and organizations which provide services to individuals who 
are developmentally disabled is an attempt to have each Council/ 
Administrative Agency look at the continuum of services from birth 
to death for individuals who are developmentally disabled. 

The continuum of service is necessary because the individ
uals who are developmentally disabled will require "a combination 
and sequence of special interdisciplinary or generic care, treat
ment or other services which are of lifelong or extended duration 
and are individually planned and coordinated." There must be 
coordinated transitions between service agencies within specific 
age groups and along the continuum of service in order for an 
individual to participate in a continuum of services and activi
ties which allow the individual maximum participation in society. 

PL 95-602, Sec.133, paragraph 3 instructs States to make 
part of the Federal Formula funds available to public or non
profit private entities. In order to identify the service network 
used for the service projects and activities heretofore described, 
each of the projects was examined as to the provider used by each 
of the States. A variety of service providers were used by the 
various States for implementing the program and activities speci
fied in the State Plan. There were four categories of service 
providers used in implementing the service activities and programs. 
The four categories of service providers used are: 

1. Non-profit organizations 
2. Universities 
3. State Governments 
4. Associations 

Non-profit organiations were used for their specialized 
services and knowledge in providing services to individuals who 
are developmentally disabled. Especially are non-profit organiza
tions used in providing alternative living arrangement facilities 
and programs and in providing nonvocational social development 
programs. Also, non-profit organizations are sometimes used to 
provide employment/vocational development programs for the devel
opmentally disabled. 

Universities, especially University Affiliated Facilities, 
were used as service providers for service activities and programs 
within various States. Universities were especially used for 



training activities and for technical assistance to Councils and 
in the area of child development, especially in the area of pre
vention and genetic counseling. 

State Governments were used because in many States the 
State Government is the major supplier of services to individuals 
who are developmentally disabled. Federal Formula funds were 
appropriately used to supplement existing State programs in order 
to expand the provision of services to individuals not presently 
served within those programs. The augmentation of State programs 
is an appropriate and even a mandated activity for the use of 
Federal Formula funds. 

Associations were used as a resource in providing many 
services. Many State associations and local associations operate 
programs for individuals who are developmentally disabled. Asso
ciations are especially active in providing alternative living 
arrangements such as group homes, respite care and alternative 
living placement programs. Associations are also actively in
volved in providing sheltered workshop experiences and employment 
programs for individuals who are developmentally disabled. Many 
of the public awareness programs were implemented by associations 
at the State and local level through funding from funds provided 
by the Federal Formula Grant appropriation. State and local 
Associations of Retarded Citizens, United Cerebral Palsy Asso
ciations, Epilepsy Associations, and the Society for Autistic 
Children were the primary associations used in the provision of 
service activities and programs in the three fiscal years of 
this report. 

Table 29 shows the service providers used for service 
activities and programs funded by Federal Formula funds in FY '78, 
FY '79, and FY '80. There were a total of 838 projects funded, 
amounting to $22,425,185 of Federal Formula Grant funds in FY '78. 
Non-profit organizations received 47.8% of the funds, or $10,716,626. 
Associations and State Governments received an identical percentage 
of the funds in FY '78. Associations received $4,796,223, or 21.4%, 
of the funds for a total of 190 service activities and programs. 
State Governments received $4,794,690, or 21.4%, to implement 132 
different service activities and programs during FY '78. Univer
sities in the various States received 9.4% of the Federal Formula 
funds used for service activities through which they conducted 82 
different individual service activities or projects. 

There were 942 service activities and programs conducted in 
FY '79, using a total of $25,810,044 of Federal Formula Grant 
funds. Almost half of these funds, 49.9%, were used to fund non
profit organizations which conducted 487 separate service activi
ties and projects involving a total of $12,892,324. State Govern
ments were employed as resources with a total of $5,332,808, or 
20.7% of the service dollars in FY '79 to conduct 163 different 
service activities and programs. Associations were involved in 



217 different service activities and programs in FY '79 requiring 
19.6% of the service dollars, or $5,066,620. Universities con
ducted 75 individual service activities and programs involving 
$2,518,292, or 9.8% of the amount of Federal Formula funds used 
for service activities in FY '79. 

In FY '80, there was a total of $32,884,429 expended by the 
54 States and Territories participating in the Developmental Disa
bilities Program for service activities and programs. This amount 
funded a total of 957 individual service activities and projects. 
Non-profit organizations implemented 533 individual service acti
vities and projects involving 54% of the funds, for a total of 
$17,769,119. State Governments were involved in 152 of the pro
grams requiring 19.6% of the funds, or a total of $6,444,537. 
Associations received funds to conduct 188 individual service 
activities and programs requiring 17.3% of the service funds, or 
a total of $5,692,463. Universities implemented 84 of the service 
activities and projects in FY '80. These 84 service projects 
involved 9.1% of the service dollars, or $2,978,310. 

There was apparently little change in the selection of 
service providers for service activities and programs between 
FY '78 and FY '79 and FY '80. Table 30 contains a comparison of 
the percentage of change in service providers used in FY '79 and 
FY '80 compared to those used in FY '78 for the service activities 
by the several States and Territories participating in the DD 
Program in the three fiscal years. 



As can be seen, in FY '78, 47.8% of the Federal Formula 
funds used for service activities was provided to non-profit 
organizations to implement service activities and programs. In 
FY '79, there was a 2.1% increase in the percent of funds provided 
to non-profit organizations for service initiatives, and in FY '80 
there was an increase of 6.2% in the percentage of funds provided 
to non-profit organizations for service initiatives. 

As was pointed out in the section entitled Services Provided 
of this section of the report, there was an increase in the number 
of service activities and programs and the percentage of money used 
for activities in the four service areas identified in PL 95-602 
in FY '80, and non-profit organizations are the major provider of 
these types of services in most of the States. Therefore, the in
crease of 6.2% in the percentage of monies provided to non-profit 
organizations is consistent with the increase in activities involv
ing the four priority service areas. 

Universities received 9.4% of the funds in FY '78 and ex
perienced a four-tenths of one percent increase to 9.8% in FY '79 
from the FY '78 level. In FY '80, the universities' percentage 
decreased three-tenths of one percent, which is not a significant 
statistical decrease, and therefore the universities remained the 
same in the percentage of funding over the three year period as 
the selected service provider for service activities among the 
various States. 

State Governments, which in some States are the major ser
vice provider of services for individuals that are developmentally 



disabled, received 21.4% of the funds in FY '78. There was a 
decrease of seven-tenths of one percent in FY '79 compared to the 
percentage received in FY '78, and a decrease of 1.8% in FY '80 
from the FY '78 level. This decrease of less than 2% is not a 
significant decrease in percentage since the increase in number of 
dollars involved in FY '80 was significantly more than that in 
FY '78. State Governments still experienced an increase in dollar 
funding in service initiatives funded by Federal Formula Grant 
funds during FY '80 over that in FY '78. 

Associations experienced the largest decrease in FY '80 of 
any of the service providers over the FY '78 level. In FY '78, 
the associations received 21.4% of the Federal Formula Grant funds 
involved in service initiatives. In FY '79, there was a decrease 
of 1.8%, which is not a significant decrease, and in FY '80, there 
was a decrease of 4.1% under the level of the FY '78 percentage of 
funding. This decrease is primarily caused by the emphasis put on 
the four priority service areas and the lack of emphasis on public 
awareness and on programs which affect the entire developmental 
disabilities population of a State. A majority of the programs 
which were operated by the State associations were for programs 
that affected the particular disability group of the association 
on a statewide basis, such as those in public awareness. In 
FY '80, as has been reported, the emphasis shifted to an emphasis 
on the four priority service areas, and therefore the programs in 
public awareness and other programs such as training receved less 
emphasis, and therefore the decrease in this type of service 
activity. 

However, the service providers were essentially the same 
throughout the three fiscal years. There is no significant change 
in the selection of service providers for service initiatives in 
FY '79 and FY '80 from those selected in FY '78. Apparently there 
is little impact on the service providers by the change in defini
tion which is in PL 95-602 from the definition of developmental 
disabilities contained in PL 94-103. The service providers that 
served the severely involved developmentally disabled individuals 
in FY '78 still provided those services in FY '80. There was some 
shift in service providers to additional non-profit organizations, 
primarily in the area of alternative living arrangements and non-
vocational social development programs. However, the shift was not 
as great as the change in the disability groups served, as we have 
recorded in the foregoing section of this paper. It is assumed 
that the service providers of service activities and programs 
provide services to individuals that have three or more functional 
disabilities regardless of the cause of those disabilities. As 
has been recorded, over 60% of the individuals are disabled be
cause of mental retardation, who have been served through the 
Developmental Disabilities Program in FY '80, and many of the 
service providers which were selected for service initiatives and 
programs provide services for mentally retarded individuals and 
individuals who have similar types of service needs. 



IMPACT OF DEFINITION 

The Federal Basic Formula fund is the largest single appro
priation component of the DD Program, amounting to almost 70% of 
the total appropriation for FY '80. Because of the magnitude of 
funding for this component of the program, it is important that 
expenditures and comparisons between the three fiscal years be 
carefully examined for signs of significant shift in patterns of 
expenditures. 

Table 31 shows a comparison of the expenditures of Federal 
Formula Grant funds for planning and administration and for ser
vices by the Councils and Administrative Agencies in each of the 
three fiscal years. 

The information on Table 31 shows that although there was 
significant increase in the appropriation level of Federal Formula 
Grant funds between FY '78 and FY ' 80, there was little change in 
the percent of the appropriation used for services in the three 
years. The percent of Federal Formula funds used for services 
remained almost 75% during each of the three years. Therefore, 
the change in definition of developmental disabilities in PL 94-103 
to the definition in PL 95-602 apparently had little impact on the 
percent of Federal Formula dollars used for services by the DD 
community. 



Table 32 contains a comparison of the change in percentage 
of Federal Formula funds used for service activities and programs 
in the four priority service areas, other direct service areas, 
and support service areas in FY '79 and FY '80 from the percent 
expended in each area of service in FY '78. 

The information on Table 32 indicates that there was almost 
a 10% shift in the funding pattern in the utilization of Federal 
Formula monies from FY '78 to FY '80. The shift occurred in the 
increased emphasis on the four priority service areas. Almost 70% 
of the funds expended for services in FY '78 was for activities 
and programs in the four priority areas of service. In FY '80, 
the percentage of funds expended for programs increased to almost 
80% of the service dollar expenditure. 

There was a 6.7% decrease in the percent of funds devoted 
to other direct service activities, and a 2.8% decrease in the 
funds expended for support services in FY '80 from the percent 
expended for these activities in FY '78. 

The impact of the change in the law to emphasize the four 
priority service areas in PL 95-602 is probably responsible in the 
funding pattern change rather than the change in the definition. 
The change in definition probably did not cause this shift in the 
funding pattern. However, the change is a factual event and must 
be recorded as part of this report since it did occur in the three 
year report period. 



Table 33 shows the change in percent of individuals who are 
disabled because of mental retardation, cerebral palsy, epilepsy, 
and autism and individuals who are disabled because of causes 
other than the four listed served by the DD Program in FY '79 and 
FY '80 compared to the percent of individuals served in FY '78. 

The information on Table 33 shows that in FY '78, almost 
all individuals served through Federal Formula funds were disabled 
because of mental retardation, cerebral palsy, epilepsy, or autism. 
Only 1.6% of the individuals served with Federal Formula funds 
were disabled because of causes other than those listed. 

In FY '79, there was an increase of 2.6% of individuals 
served who were disabled by causes other than mental retardation, 
epilepsy, autism, or cerebral palsy. 

In FY '80, the largest increase in the service population 
of individuals who were disabled for "other" causes occurred. 
The population of individuals who were disabled because of other 
causes now consisted of 11.8% of the total population served 
through Federal Formula Grant funds. 

It may be stated as a statement of fact that the change in 
definition of developmental disabilities caused an increase in the 
percentage of individuals served by the DD Program who were dis
abled for causes other than mental retardation, epilepsy, cerebral 
palsy, or autism. The increase in the service population was 
approximately 10% during the first two years of application of the 
definition of developmental disabilities contained in PL 95-602. 



Table 34 shows the percent of change in the category of 
service providers selected by State Councils/Administrative Agencies 
to provide services for the individuals who are developmentally 
disabled in FY '79 and FY '80 compared to the percent selected in 
FY '78. 

Information presented on Table 34 indicates that the change 
in service providers over the three year period was not significant. 
The decrease in the utilization of associations in FY '80 was caused 
more by the shift in service activities to the four priority areas 
of service rather than the change in definition of developmental 
disabilities, as already has been detailed in this report. 

The impact of the implementation of the definition of devel
opmental disabilities contained in PL 95-602 has been to reduce 
the estimated DD population and to change the disability groups 
served by approximately 10%. 

The inclusion of the four priority areas for funding empha
sis has caused approximately a 10% increase in the percentage of 
Federal Formula funds devoted to service activities in these four 
priority areas of service in the first two years of the implementa
tion of PL 95-602. 



ASSESSMENT OF QUALITY 

PL 95-602 requires that "an assessment, evaluation and 
comparison of services provided to persons with developmental 
disabilities" be included in the mandated report. 

There are three ways in which the assessment of quality for 
activities and projects funded by Federal Formula Grant funds may 
be achieved. It is understood that these three ways are not an 
elusive universe but the three indicators selected for inclusion 
in this report. The three ways are: 

1. Determine the amount of Federal Formula funds 
which went into the effort to develop and imple
ment standards for services to individuals with 
developmental disabilities for each of the three 
years included in the report; 

2. Compare the service providers used to implement 
service activities and programs for each of the 
three fiscal years; and 

3. Examine the number of programs and activities 
which operated under national and State standards 
to determine any change in the quality of program 
offered individuals who were developmentally dis
abled between FY '78 and FY '80. 

There is a category of service projects entitled standards/ 
needs assessment listed in several sections of this report. The 
developmental disabilities community is very conscious of devel
oping standards and implementing standards for service activities 
and programs. At the present time, each of the States and Terri
tories is working diligently in developing a comprehensive evalu
ation system which complies with the requirements of PL 95-602, 
Section 110. 

The DD community expended 2.6% of the total Formula Grant 
funds for service activities in the development of standards and 
needs assessment in FY '78. This percent amounted to a total 
dollar figure of $581,916 of the Federal Formula Grant appropri
ation. 

In FY '79, the amount of dollars expended for standards and 
needs assessment remained constant to the FY '78 level, exceeding 
the half million dollar amount. In FY '79, there was $530,267 
expended for this purpose. 

The level of funds expended for the development of stan
dards and needs assessment dropped just over 30% from the FY '78 
level in FY '80. There was a total of $395,827 expended for this 
purpose in FY '80. 



It is apparent that the development and implementation of 
standards is important since some amount of funds was devoted to 
the purpose each of the fiscal years. However, there was a de
crease in the magnitude of Federal resources expended for the 
purpose in FY '80 from the FY '78 level. 

A comparison of service providers selected to implement the 
service activities and programs has already been made in this 
report. It was determined that the same service providers or 
similar service providers were used for each of the three fiscal 
years. 

It is assumed that if the same or similar service providers 
were used to implement service activities in FY '79 and FY '80 as 
were used in FY '78, then the quality of services remained the 
same or increased in quality. It may be argued that if a service 
provider has additional years of experience working with individ
uals who are developmentally disabled, then the quality of service 
should increase as a result of the experience. However, it is un
likely that the quality of service will decline when the same or 
similar service providers are employed. 

Finally, a majority of the States reported that the service 
providers used for service activities and programs operated under 
national and State standards of service for individuals who are 
developmentally disabled. 

Table 35 contains a display of the type of standards under 
which States reported that some, if not all, of their services 
operated in their States. The number of projects which operated 
under national standards actually increased in FY '79 and FY '80 
over the number of projects operating under national standards in 
FY '78. Therefore, it can be concluded that there was an increase 
in the quality of services provided individuals who were develop-
mentally disabled in FY '79 and FY '80 compared to the quality of 
services provided in FY '78. 

Eleven States indicated that all projects and service 
activities were operated under State standards, which included 
licensing activities, fire and safety codes, and other regula
tory compliance components such as ratio of staff to clients, 
professional level of staff, and health standards. 

Nine States operated programs under the nationally recog
nized AC/MRDD. These standards are the standards prepared by the 
Accreditation Council for Services for Mentally Retarded and Other 
Developmentally Disabled Persons. The base funding for the organ
ization comes from Section 145 of PL 95-602 and it has been funded 
through a Grant of National Significance for several years. 

Eight States operate programs under the JCAH standards. 
The JCAH are the standards put forth by the Joint Commission on 
Accreditation of Hospitals in Chicago, Illinois. 



*JCAH standards are AC/MRDD standards, as reported in the 
narrative. 

Five States reported operating programs under the CARF 
standards. The CARF standards are those issued by the Commission 
on Accreditation of Rehabilitation Facilities in Tucson, Arizona. 

There were four States which reported operating Federally 
financed service programs according to ICF/MR standards. ICF/MR 
are regulator standards put forth by the Social Security Commission 
for Intermediate Care Facilities for Mental Retardation. 

There were three States which indicated that their standards 
of service were compliance with the development of an Individual 
Habilitation Plan for each of the individuals involved in a service 
program. The IHP is developed in accordance with Section 112 of 
PL 95-602. 

There were fourteen States which reported using a combina
tion of standards for their service activities and programs for 
individuals who are developmentally disabled. 

It must be pointed out that individuals many times use 
JCAH and AC/MRDD standards interchangeably in various States. 
There are no JCAH standards as such but when standards are so 
referenced the individuals are, in fact, speaking of AC/MRDD 
standards. From 1970 to 1979, AC/MRDD was a component of JCAH, 
and AC/MRDD standards were published by JCAH as the standards of 



the Accreditation Council for Services for Mentally Retarded and 
Other Developmentally Disabled Persons of the Joint Commission 
on Accreditation of Hospitals. Therefore, some persons referred 
to AC/MRDD standards, others to JCAH standards, but they are 
indeed the same standards. 

In 1979, AC/MRDD became an independent, nonprofit corpor
ation whose sole activity is to update and promulgate the AC/MRDD 
standards. 

If one adds the States which reported the utilization of 
AC/MRDD under the label of JCAH, one can see that 25 States are 
using AC/MRDD's standards. 

It should be further pointed out that ICF/MR standards, 
the standards for Intermediate Care Facilities for the Mentally 
Retarded, promulgated by the Health Care Financing Administra
tion of the Department of Health and Human Services, were taken 
directly from AC/MRDD's standards. Including the use of these 
standards indicates that 35, or 65%, of the 54 States are using 
AC/MRDD standards. 

It should be noted that many States use AC/MRDD standards 
in order to develop State specific standards for service pro
viders. 

In summary, it should be understood that AC/MRDD has been 
the model maker for standards in the Developmental Disabilities 
Program over the past decade. The influence and product of this 
Council has contributed to the utilization of standards for 
programs throughout the nation. Regardless of the label placed 
upon the standards, most standards now in existence in DD pro
grams are or have some relationship to those developed by the 
Accreditation Council for Services for Mentally Retarded and 
Other Developmentally Disabled Persons. 

It must also be pointed out that the DD Councils/Adminis
trative Agencies present assurances in each State Plan that pro
grams will be operated in compliance with "standards prescribed 
by the Secretary in regulations." Specifically, PL 95-602 
requires that: 

(5) (A) (i) The -plan must provide that services fur
nished, and the facilities in which they are furnished, 
under the plan for persons with developmental disabil
ities will be in accordance with standards prescribed 
by the Secretary in regulations. 

(ii) The plan must provide satisfactory 
assurances that buildings used in connection 
with the delivery of services assisted under the 
plan will meet standards adopted pursuant to the 
Act of August 12, 1968 (42 U.S.C. 4151-415?) 
(known as the Architectural Barriers Act of 1968). 



(B) The plan must provide that services are pro
vided in an individualized manner consistent with 
the requirements of section 112 (relating to habil
itation plans). 

(C) The plan must contain or be supported by 
assurances satisfactory to the Secretary that the 
human rights of all persons with developmental 
disabilities (especially those persons without 
familial protection) who are receiving treatment, 
services, or habilitation under programs assisted 
under this title will be protected consistent with 
section 111 (relating to rights of the develop-
mentally disabled). 

It may be concluded from the evidence presented that the 
quality of services provided through Federal Formula funds to 
individuals with developmental disabilities remained constant or 
improved from the period of October 1, 19 77 to September 30, 19 80. 
There is nothing in the review of project and program information 
which would indicate that the quality of service deteriorated 
during this period of time. 
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PROJECTS FUNDED BY BASIC FORMULA FUNDS 
FOR FY '78, FY '79, AND FY '80 

BY STATE COUNCILS AND ADMINISTRATIVE AGENCIES 





















APPENDIX 2 

DESCRIPTION OF STATE COUNCILS/ADMINISTRATIVE 
AGENCIES IN EACH STATE 
















































































































